A patient-centred study of the Comprehensive Epilepsy Service at The Queen Elizabeth Hospital in South Australia was conducted to establish patients' satisfaction with service delivery and the Service's effectiveness in epilepsy management. The aim of the study was to determine accurate information regarding the Service and the people who use it, their priorities and satisfaction with service provision.
INTRODUCTION
In Australia, the prevalence of people with epilepsy is estimated at 2% I . Thus in South Australia, there are approximately 26 000 people with epilepsy. Approximately 60-80% of people will achieve control by taking medication 2'~. However, 20-40% of people will not be so lucky, and despite the advantages that modern-day assessment and management of seizures brings, will continue to have recurrent seizures. These people form the majority of those who attend hospital outpatient clinics, often-on an ever recurring basis, with little hope that their seizures will abate. The continuing seizures, the persistent disappointment with each returning bout, the ever present need to take large doses of anticonvuisant medications and the failure to achieve so many of life's often relatively modest goals, inevitably lead to further handicaps, additional disappointments and secondary medical problems.
Throughout the world, special centres for epilepsy have been established. By concentrating in one location skilled pro(essional staff from a range of disciplines, these centres often provide the best service option to those who have significant social problems relating to epilepsy, or who have a form of epilepsy which is difficult to diagnose and treat effectively. The Comprehensive Epilepsy Service at The Queen Elizabeth Hospital is a tertiary referral centre that provides a range of specialized services for people with epilepsy. The aim of the Service is to co-ordinate, amplify and optimize the various aspects of management, education, rehabilitation and research via a cost-effective co-ordinated team of health care professionals.
In May 1992, the South Australian Health Commission announced a review of the provision of hospital and health services in metropolitan Adelaide for the next 5-10 years in order to ensure that capital funding decisions were based on proper planning principles and needs. Thus, Clinical Service Departments were asked to identify the present state of clinical service provision and ascertain potential future developments.
Concurrent to this review, an evaluation of the Comprehensive Epilepsy Service at The Queen Elizabeth Hospital was undertaken 4, with particular emphasis on patients' perspectives, as it was considered appropriate that people with epilepsy have a say in service provision for their management. Often the provider offers what they feel the consumer should have without sufficient reference to consumer priorities and levels of satisfaction. This view is supported by the Australian Human Rights Commission report which states: 'Services must reflect an understanding of consumer needs. Consultation with consumers and their involvement in service planning and evaluation is central to the development of relevant, responsive services 's.
Relatively few studies reviewing services for people with epilepsy have been undertaken 6-~°, with even fewer involving patient input 1~''2. Beran's survey was the first attempt by a clinician to assess the efficacy of services provided as determined by patients directly under his care. The highest priority was a good relationship between consultant and family physician followed by availability of consultant when needed ~2.
The literature also shows that there has been little research conducted on publicly funded services in epilepsy management and the issue of patient satisfaction with such services 5"~2J3. The Comprehensive Epilepsy Service at The Queen Elizabeth Hospital in South Australia was established in 1986, and no evaluation regarding its effectiveness or patient satisfaction with the Service had been undertaken since its inception. Thus, it was considered important that an evaluation of service delivery and patient satisfaction be undertaken to ensure an efficient and appropriate service is delivered to people with epilepsy. Such a Service should reflect an understanding of community needs, and a review of its quality and effectiveness is essential to enable planning for the future.
SUBJECTS AND METHOD
The sample consisted of 200 patients who had received treatment from the Comprehensive Epilepsy Service at The Queen Elizabeth Hospital. These patients were chosen at random on the basis of order of presentation at the Service. The patients must have attended the Service on at least two occasions so as to be in a position to adequately assess the services provided. The total number of 'active' patients attending the Service at the time of the study was 276, however, 229 patients fulfilled the criteria for selection, thus 87.3% of eligible patients were surveyed.
The data collection was facilitated by the use of a questionnaire consisting of 27 questions based on Beran's study ~2 with various adaptations for a hospital based epilepsy service. An initial pilot study of 12 patients was undertaken before the final version of the questionnaire was devised. A Likert rating scale was used to rate 25 factors adapted from Beran's study ~2 for importance and satisfaction with the Service and both open-ended and closed questions were included in the questionnaire.
The questionnaire was designed to examine socio-demographic data, epilepsy type and control, Service attendance and accessibility, medication knowledge and education, use of and satisfaction with alternative therapies, patient priorities and levels of satisfaction with services provided. Also, comments were invited regarding possible improvements to the Service as perceived by the patients. The information collected would provide a profile of the patients who used the Service and their requirements in the care of their epilepsy regarding priorities and satisfaction.
The study was conducted over a period of 6 months. Information form the patient questionnaire was entered directly into the computer using Epi Info Version 5.0 programme. Statistical analysis was undertaken using the analysis programme of Epi Infor Version 5.0 with checks made after coding and entry of data on the computer.
RESULTS
The patient questionnaire provided data for an overall profile of the people attending the Service and specifics about the Service.
Demographics
The sample consisted of 90 males (45%) and 110 females (55%) whose ages ranged from 16 to 78 years with a mean age of 35 years (sd = 13). One hundred and seventy-five patients (87.5%) were from the Adelaide metropolitan area and 25 patients (12.5%) from country areas.
The patients' epilepsy
Data obtained regarding how long patients have had epilepsy revealed a range of 1-57 years with a mean length of 20 years (sd--11). A large number of p,atients, namely 83/200 (41.5%) did not know what sod. of epilepsy they had. This overall lack of knowledge by patients regarding their epilepsy is of concern from a point of view of their management. Patients' opinions about how well their seizures were controlled showed that 93 patients (46.5%) were very well controlled, 85 patients (42.5%) moderately well controlled and 22 patients (11%) uncontrolled.
Service provision
Attendance records revealed that 67 patients (33.5%) attended monthly, 15 patients (7.5%) attended on alternate months, 36 patients (18%) attended quarterly, 60 patients (30%) attended twice a year and 22patients (11%) attended yearly. Also, the mean length of service attendance was 3 years 8 months. Nearly 25% of the sample (49/200) experienced difficulty in attending the Service with the most frequently cited reason for 26 of the 49 patients (53.1%) being lack of transport. This is a major issue for many people who have epilepsy as often they do not have a driver's licence and must rely on public transport or others for transportation.
With regard to epilepsy education, members of the Comprehensive Epilepsy Service believe that it should start when the initial diagnosis of epilepsy is made and cover topics as they become relevant to the person. On questioning, 130 patients (65%) stated they had received education about their epilepsy, 142 patients (71%) has received education about their medication and 138 patients (69%) had received advice about their treatment options. Also a very high proportion of patients, namely 174 (87%) could correctly state their medication regimen. The majority of patients (89%) found the members of the Service easily accessible when required.
Factors of importance
In an attempt to examine what patients considered to be important in the management of their epilepsy, 25 factors were ranked, from 1, most important to 4, least important. The top three and lower three ranked factors in overall importance are listed in Table 1 .
Satisfaction with Service
Patients rated how satisfied they were with the management provided by the Comprehensive Epilepsy Service using the same 25 factors for rating importance, from 1, most satisfied to 4, least satisfied. The top three and bottom three ranked factors in order of overall satisfaction with the Service are listed in Table 2 . 
Alternative therapies
The number of patients who had sought alternative therapies was 50/200 (25%)..Overall 24/50 patients (48%) had sought the assistance of one alternative therapy, while 26/50 patients (52%) had used two or more alternative therapies. Naturopathy and acupuncture were the most common therapies used, with patients using them as an alternative to medications and an alternative cure for epilepsy. The mean level of satisfaction with alternative therapies was 2.22 (sd = 0.82).
Improvements to the Service
The patients were asked to comment on possible improvements that could be implemented to the Service, with the following results: 62 patients (31%) made no comment, 27 patients (13.5%) suggested an improvement in the doctor being late for the designated appointment time, 25 patients (12.5%) suggested a separate area or clinic designated for epilepsy rather than attending Neurology Outpatient clinic and 19 patients (9.5%) were happy with the present Service.
Other patients suggested a variety of improve- The overall satisfaction with the Service revealed 76 patients (38%) were very satisfied, 99 patients (49.5%) were satisfied, 20 patients (10%) were undecided, 3 patients (1.5%) were dissatisfied and 2 patients (1%) were very dissatisfied. The overall mean satisfaction with the Service was 1.78 (sd = 0.76).
DISCUSSION
This study was the first attempt to assess the efficacy of the services provided by the Comprehensive Epilepsy Service at The Queen Elizabeth Hospital as determined by the patients directly under its care. It aimed to identify areas of concern with the purpose of addressing deficiencies and meeting the needs of the patient population based on critical consumer evaluation. The patient study population was a large sample of patients who attended the Comprehensive Epilepsy Service and thus constituted an important information base.
The overall satisfaction with the Comprehensive Epilepsy Service was very encouraging, with every seven out of eight patients surveyed either satisfied or very satisfied. A large number were satisfied due to the professionalism of the multidisciplinary team or due to the improvement in their seizure frequency. One area of concern highlighted by the survey was the inability of patients to identify what sort of epilepsy they had. More than tw o patients in every five claimed they did not know, which is surprising considering nearly two patients in every three surveyed had received education about their epilepsy which includes seizure classification, It is important for people with epilepsy to know their type of epilepsy, not only for their own better management, but also in terms of educating others about their epilepsy.
Accessibility to the Epilepsy Service is important, but nearly one quarter of patients experienced difficulty in attending the Service, with over half of these patients citing transport as the major problem as unable to drive. The Comprehensive Epilepsy Service is accessible by public transport with both bus and train services nearby. Also, one in four of the patients surveyed had sought alternative therapy in the management of epilepsy. Invariably, the reason given for this was frustration with the lack of efficacy offered by traditional medicine and the need to be certain that all available avenues for a cure had been exhausted. The mean level of satisfaction with the alternative therapies was lower than that afforded to the Comprehensive Epilepsy Service, namely 2.22 and 1.78, respectively.
In considering the top three ranked factors of importance, the availability of the doctor at time of need acknowledges the desire by patients for expert guidance when problems arise. The importance of diagnosis and drugs relates to the validation of the condition for the patient, and the issuing of appropriate therapy is the first line treatment for epilepsy. These three factors also rated well for overall satisfaction with the Service. The approachability of the doctor and the clinical nurse rated fourth and fifth for overall importance. It is essential that patients feel comfortable with the Service's health care professionals so that a good rapport and effective lines of communication can develop to ensure appropriate management. It appears that this is the case, as the rating of overall satisfaction with the Comprehensive Epilepsy Service revealed that the top ranking factor was the approachability of the clinical nurse and the fourth ranking factor was the approachability of the doctor.
The main area for service improvement as highlighed by one in eight patients was the need to decrease time delays on the day of appointment, and the establishment of a separate area or clinic designated for epilepsy. The latter issue was addressed in a submission to the South Australian Health Commission during its 1992 review of service provision. Overall it appears that service delivery was appropriate to patients' needs and expectations. The survey highlighted the appropriateness of evaluating delivery of health care to patients with epilepsy as perceived by those consumers and adjusting services accordingly.
CONCLUSION
People should be able to participate in the decision making about issues which affect the delivery of services that are essential to their well being. This was the principal reason for conducting the evaluation of the Comprehensive Epilepsy Service at The Queen Elizabeth Hospital. To achieve better health for people with epilepsy, evaluation of services helps identify needs, priorities and satisfaction to ensure appropriate service provision and quality care. The study provided information on the more immediate needs, priorities, practices and improvements for epilepsy management. The study's significance rested with its ability to determine patients' perspectives of service provision to provide future quality patient care.
Based on the results of this study, a proposal to establish a community based 'Epilepsy Centre' was endorsed by The Queen Elizabeth Hospital's Executive. This has consolidated and enhanced the future development of the Comprehensive Epilepsy Service by providing the kind of consultation, assessment, education and rehabilitation programmes that are essential for modern management of epilepsy. This is seen as a positive step to better service provision for people with epilepsy in South Australia and highlights the usefulness of research in achieving positive outcomes.
